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News from the Utah Birth Defect Network

http://health.utah.gov/birthdefect

Notes from the UBDN Director

What is the "Champion Model"?

During the development of the Utah
Birth Defect Network (UBDN), many
birth defect surveillance systems,
both national and international, were
evaluated. The UBDN has been par-
tially modeled on a regional birth
defect registry in Spain. Each hospi-
tal in Spain's regional registry has a
physician responsible for the exami-
nation and reporting of infants with
birth defects. This approach
establishes a consistent method for
the clinical assessment of each
infant, with documentation.

During the first meeting of the
UBDN in 1994, this model was
presented and the word "Champion”
was suggested to refer to the
physician or nurse in each hospital
who would actively report any baby
born with a diagnosed or

suspected birth defect. During 1994,

a Champion was located for every Utah
delivery hospital and the model was
incorporated into the UBDN. After all
the data abstraction has been com-
pleted, clinical case review for the
UBDN is performed by one of two
clinical geneticists .

Since the recruitment of UBDN
Champions, multiple sources for
identifying potential cases with birth
defects have been established to

ensure all possible cases are identified.

Although keeping abreast of changes
within communities statewide is time
consuming, it is important to keep the
Champion model alive and functioning.
Not only do Champions serve a vital
role as a reporting source for the
UBDN, they are important for
information dissemination to their
respective communities. Champions
may use the UBDN as a resource
should they, or the families they

represent, need information, referrals,

or have questions about an infant's

birth defect(s).

Over the past year, the UBDN has
been conducting outreach activities
with current Champions, sending them
an information packet containing
materials about UBDN activities,
procedures, and contact information.
The UBDN appreciates all those
Champions who have either worked
with us in the past or are currently
working with us to monitor the
occurrence of birth defects in Utah,
and provide outreach and education
for families.

Marcia Feldkamp P.A., MSPH
UBDN Director
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Update on UBDN Surveillance

In early 2003, the Utah Birth Defect
Network (UBDN) began preparing for
the nation-wide April 14™ implementa-
tion of the Health Insurance Portabil-
ity and Accountability Act of 1996
(HIPAA). With the assistance of the
Utah Department of Health's (UDOH)
legal counsel, the UBDN evaluated the
impact of HIPAA on its public health
surveillance activities. It was deter-
mined that HIPAA would not affect
the UBDN directly but rather how it
works with other organizations that
are “covered entities." The main con-
cern identified was healthcare facili-
ties' increased burden under HIPAA
to account for the access to and re-
lease of protected health information
to the UBDN—a non-covered entity—
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as required by Utah's Administrative
Rule R398-5 for birth defect report-

ing.

Accordingly, the UBDN decided to
take a proactive approach o address-
ing this issue for interacting with cov-
ered entities in the state. The UBDN
upgraded its documentation, corre-
spondence, and procedures to ensure
that they included the necessary in-
formation to document disclosures to
a public health authority and were
HIPAA-compliant. In addition, the
UBDN surveillance team met with
Health Information Management
(HIM) directors and their staff
across the state to develop a custom-

From the Outreach Desk

The Utah Birth Defect Network has
continued to work on the statewide
folic acid campaign to increase educa-
tion, awareness, and consumption of
folic acid among women of childbear-
ing age. The purpose of this campaign
is to prevent the occurrence and re-
currence of neural tube defects
(NTD's). Since 1993, NTD's have
decreased 307% in Utah. While this
decrease demonstrates a success,
education for women in their child-
bearing years still must continue. Utah
health care providers play a key role in
educating women and families. More
women heed to consume a daily multi-
vitamin with folic acid, whether or not
they are planning a pregnancy. Utah
data demonstrate women are more
likely to take a multivitamin supple-
ment with folic acid /f advised to do
so by their health care provider.

Prevention efforts offer hope for
reducing the number of families in
Utah affected by birth defects. The
UBDN, in conjunction with the Utah
Department of Health, recommends
the following prevention strategies,
which can easily be incorporated into
a health care provider's practice.

eProvide folic acid education as a
standard of care. The U.S. Public
Health Service recommends that
all women of childbearing age con-
sume 400 micrograms (400 mcg or
0.4 mg) of folic acid every day to
prevent up to 70 % of neural tube
defects in the U.S.

eCounsel patients to plan their
pregnancies and to reduce or
eliminate high-risk behaviors that
lead to poor birth outcomes.

You can make a difference in the lives

ized protocol for conducting public
health surveillance activities with each
of them. As of April 2004, these HI-
PAA-related changes have been fully
implemented and are now “standard
operating procedures” for the UBDN.

The UBDN surveillance team would
like to thank the HIM departments
in hospitals across the state for
their cooperation in making these
adjustments and their continued
commitment in assisting the UBDN
with monitoring birth defects in
Utah.

Lynne MaclLeod, M.Stat.

Dk, Uouw T3

of Utah families! The UBDN has free
information about birth defects and
prevention information. Please take
advantage of this opportunity to give
your female patients up-to-date in-
formation about how to prevent birth
defects. Should you have questions,
please contact me at 257-0566 ext
204 or email aenance@utah.gov.

Amy Nance, B.S.
Center Coor- \tdina‘ror
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Screening During Pregnancy

No specific treatment for West Nile
Virus (WNV) infection exists, and the
consequences of WNV infection during
pregnancy have not been well defined.
For these reasons, screening of asymp-
tomatic women for WNV infection is
not recommended.

Diagnosis of West Nile Virus Infec-
tion During Pregnancy

Pregnant women who have meningitis,
encephalitis, acute flaccid paralysis, or
unexplained fever in an area of ongoing
WNV transmission should have serum
(and CSF, if clinically indicated) tested
for antibody to WNV. The preferred
serologic test of serum and CSF is
West Nile Virus Ig6 and IgM by MAC-
Elisa. Testing is available in Utah
through ARUP and the Utah Public
Health laboratory (only test performed
is IgM at this lab). If serologic or other
laboratory test indicate recent infec-
tion with WNV, these infections should
be reported to the Utah Department of
Health, and the women should be fol-
lowed to determine the outcomes of
their pregnancies. Only 20% of people
infected with WNV have symptoms.

Evaluation of the Fetus in Pregnant
Women with WNV Infection

West Nile Virus in Pregnancy

If WNV illness is diagnosed during
pregnancy, a detailed ultrasound exami-
nation of the fetus to evaluate for
structural abnormalities should be con-
sidered no sooner than 2-4 weeks after
onset of WNV illness in the mother,
unless earlier examination is otherwise
indicated. While adverse effects on the
fetus are not well characterized, there
have been reports of central nervous
system complications. Referral to a spe-
cialized perinatal center for a detailed
ultrasound examination should be con-
sidered. Amniotic fluid, chorionic villi,
or fetal serum can be tested for evi-
dence of WNV infection. In case of
miscarriage or stillbirth, testing of all
products of conception (e.g., placenta
and umbilical cord) for evidence of
WNV infection is advised to document
the effects of WNV infection on preg-
hancy outcome.

Evaluation of Infants Born to Mothers
Infected with WNV During Pregnancy

When an infant is born to a mother who
was known or suspected to have WNV
infection during pregnancy, clinical
evaluation is recommended. Further
evaluation should be considered if any
clinical abnormality is identified or if
laboratory testing indicates that an
infant might have congenital WNV in-
fection.

Update on UBDN Center Study

In December 2003, the Utah Center for
Birth Defects Research and Prevention
(UCBDRP) began interviewing Utah moth-
ers. The Utah Center is part of the Na-
tional Birth Defects Prevention Study
(NBDPS), which has been active in eight
other states for six years. Researchers
are now analyzing the data collected, and
research results are beginning to be pub-
lished.

One of the purposes of the national stud-
ies is to respond to public health con-
cerns. In 2002, a MMWR report was

published showing an association between
Loratadine (Claritin®) and hypospadias
(Kallen, 2002). Using NBDPS study data,
the Centers for Disease Control and Pre-
vention was able to respond to the Food
and Drug Administration's request to ex-
amine these same factors on a different
population. The study data showed ho
association between Loratadine use early
in pregnancy and hypospadias (Werler,
2004).

For more information about the NBDPS,
contact Amy Nance at aenance@utah.gov
or 1-866-871-1586.

Prevention of WNV Infection During
Pregnancy

Pregnant women should apply insect
repellent, containing DEET, to clothes
when exposed to mosquitoes and wear
clothing that will help protect against
mosquito bites. Spray insect repellent
on clothing in order to minimize direct
skin contact. Apply insect sprays or
lotions to skin sparingly. In addition,
whenever possible, pregnant women
should avoid being outdoors during peak
mosquito-feeding times (i.e., usually
dawn and dusk), and take precautionary
measures for mosquito abatement emp-
tying all standing water in and around
property.

MMWR February 27, 2004: 53(07);
154-156

Should you have any questions or need
further information about testing or
interpretation of test results regarding
WNV, please contact:

Utah Department of Health
Health Resource Line
1-888-222-2542

References:

Werler, M., McCloskey, C., Edmonds, L.D.,
Olney, R., Honein, M.A., Reefhuis, J.,
“Evaluation of an Association Between
Loratadine and Hypospadias." MMWR
53(10): 219-221.

Kallen B., "Use of antihistamine drugs in
early pregnancy and delivery outcome.”
J Matern Fetal Neonatal Med 11(3): 146-
52.
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Patient Fact Sheet
For more information, call the Pregnancy RiskLine 1-800-822-2229.
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West Nile Virus Infection in

Pregnancy and Breastfeeding

In every pregnancy, a baby has a 3% chance of being born with a birth defect. This rate is called the "background
risk.” More research is needed to determine if West Nile Virus increases the background risk. The following infor-
mation will help you protect yourself from West Nile Virus during pregnancy or while you are breastfeeding.

What is West Nile Virus (WNV)?

West Nile Virus is a virus that can infect hu-
mans, birds, mosquitoes, horses and some
other mammals. It is commonly found in Af-
rica, West Asia and the Middle East, and since
1999, in the United States. The risk of get-
ting WNV is low.

You cannot get WNV from birds or horses. If
an infected mosquito bites a human, the human
can become infected. The incubation period
(the time from bite to the start of symptoms)
is usually three to 14 days.

What are the symptoms of WNV?

Most people infected with WNV will 7ot have
any type of illness. It is estimated that 20%
of the people infected will develop WNV fe-
ver. Symptoms include a fever, headache,
tiredness, body aches, swollen lymph glands,
and sometimes a skin rash that develops on
the trunk of the body.

Of the people infected, /ess than 1% will de-
velop severe infection that leads to encephali-
tis (inflammation of the brain) or meningitis
(inflammation of the membrane around the
brain and spinal cord). These symptoms in-
clude headache, high fever, neck stiffness,
stupor, disorientation, coma, tremors, convul-
sions, muscle weakness, and paralysis.

For most people, the symptoms of WNV last
only a few days. Symptoms of encephalitis or

meningitis may last several weeks. If you get a
high fever with severe headaches, call your
health care provider.

How is WNV treated?

There is no specific treatment for WNV. Tyle-
nol (acetaminophen) may help relieve some mi-
nor symptoms of WNV.  Severe infections
may require hospitalization.

I am pregnant, how do I prevent mosquito
bites?

Pregnant women should protect themselves
when outdoors by using a mosquito repellant
that contains DEET. With normal use, DEET
does not increase the risk of birth defects or
other pregnancy problems.

It is suggested that pregnant and breastfeed-
ing women follow the same recommendations
that are given for children's use of DEET, in-
cluding wear long-sleeved shirts and long
pants, a hat and shoes with socks. Apply the
lotion to the hands, neck, face, and wrists,
then spray clothing and hat. Since DEET can
be absorbed, covering only small areas of skin
is advised. Using DEET is essential if you are
outdoors during mosquitoes active time, early
morning and evening.

To further decrease your exposure to mosqui-
toes, frequently change the water in birdbaths
and outdoor water containers in which mosqui-
toes might breed.

Health Care Providers are encouraged to copy this fact sheet for patient use. Printed June 2004.



I am pregnant and have been diagnosed with
WNV, can this harm my baby?

More research is necessary to say for certain
what problems babies may have when exposed
to WNV during pregnancy. Few viruses during
pregnancy increase the risk for birth defects
and rarely cause fetal loss. Some viruses have
been found to cause problems in babies.

I've been diagnosed with WNV, should T
continue to breast-feed?

WNV has been known to enter into breastmilk,
however, the effect on the breast-fed infant
is unknown. Infants and young children in-
fected usually have mild symptoms and rarely
develop WNV fever. The Centers for Disease
Control and Prevention report, "because the
health benefits of breastfeeding are well es-
tablished, and the risk for WNV transmission
through breastfeeding is unknown, these find-
ings do not suggest a change in breastfeeding
recommendations.” Also, the American Acad-
emy of Pediatrics recommends that infants be
breast-fed for a full year. Talk with your pe-

diatrician about continuing to breastfeed if you

have a confirmed active case of WNV.

I'm breastfeeding, can I use DEET?
Breastfeeding mothers can also protect them-
selves from mosquito bites by using DEET. No
reports or problems associated with using

DEET while breastfeeding have been noted.
The application of DEET while breastfeeding
is the same as that in pregnancy.

References:

CDC. Interim Guidelines for the Evaluation of
Infants Born to Mothers Infected with West
Nile Virus During Pregnancy. MMWR 2004;
53(07); 154-156.

Committee on Infectious Disease, American
Academy of Pediatrics: 2003 Red Book: Re-
port of the Committee on Infectious Dis-

eases, 26™ Edition.

CDC. Intrauterine West Nile Virus Infection-
-- New York, 2002. MMWR 2002; 51(50);
1135-1136.

CDC. Possible West Nile Virus Transmission
to an Infant Through Breastfeeding ---
Michigan, 2002. MMWR 2002; 51 (39): 877-
878.

If you have questions about medications, chemicals or infections during pregnancy or while breast-
feeding, call the Pregnancy RiskLine at 328-2229 (Salt Lake area) or 1-800-822-2229 (outside

of Salt Lake).

The Pregnancy RiskLine (PRL) is a joint effort between the Utah Department of Health and the Uni-
versity of Utah Health Sciences Center and has been educating health care providers and families
about exposures in pregnancy and breastfeeding for more than 20 years.

The PRL thanks the WNV in Pregnancy working group for support of this fact sheet.

Health Care Providers are encouraged to copy this fact sheet for patient use. Printed June 2004.



- West Nile Virus is expected to hit Utah this summer.

- We estimate more than 41,000 women will be pregnant during the
peak season (July-September).

- The risk to a pregnant woman and her fetus are not well defined, but
may be of concern.

- See inside (page 3) for details regarding clinical information and

Important

Information About
West Nile Virus

Utah Birth Defect Network
PO Box 144697-4697 STAMP
Salt Lake City, Utah 84114-4697
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